The theme behind this special issue of the Journal of Palliative Care was conceived in Ottawa, On tario, Canada, in March 2007 by Sharon Baxter, executive director of the Canadian Hospice Pallia tive Care Association (CHPCA), and by me, Mary Lou Kelley, a researcher conducting Aboriginal hospice palliative care (AHPC) projects at Lake head University in Thunder Bay, Ontario. At the time, Sharon and I were participants in a national meeting of stakeholders organized by the CHPCA to discuss AHPC in Canada. Of particular interest to me was how participants acknowledged the great potential of research to generate knowledge that could inform future development.
In the room, there was a desire to document successes in AHPC that could be applied more broadly to benefit all Indigenous peoples. However, some participants were quite wary of research, expressing dissatisfaction that data were gathered by outsiders and used in ways that benefited only researchers. Participants expressed the view that to move AHPC forward in Canada, palliative care research should be conducted with and by Aboriginal peoples and communities. It became our goal to create this international special issue to share research findings about palliative care for Indigenous peoples and to present research method ologies that are collaborative and participatory. (I use the term "Indigenous" when referring to Indigenous people in the global context and the term "Aboriginal" when speaking about the Indigenous people of Canada. "Aboriginal" includes Métis, Inuit, and First Nations peoples, regardless of where they live in Canada and regardless of whether they are "registered" under Canada's Indian Act.)
This issue, with submissions from Canada, the United States, Australia, and New Zealand, illustrates that palliative care for Indigenous peoples is of international interest. It appears that Indigenous peoples in these countries have a growing need for palliative care due to their aging populations and high burden of chronic disease. Also, whether Māori, Inuit, Cree, Ojibway, Saulteaux, Métis, or Lakota/Dakota, many Indigenous people express a desire to die at home, where they can remain connected to their family, community, and culture. Case studies illustrate recent challenges and successes. Research articles present Indigenous perspectives on dying and end-of-life care, culturally specific models for delivering palliative care programs, and strategies for educating health care providers and creating cultural safety for Indigenous peoples in the health care system. All of this research makes an important contribution to the effort to improve the quality of end-of-life care for Indigenous people with life-limiting, chronic, or terminal diseases.
Participating in this thematic issue challenged me to reflect on what makes the context of AHPC unique within Canada. In Canada today, Aboriginal people are marginalized due largely to historical forces and colonization. Their health status, economic status, and social power are lower than non-Aboriginal Canadians. Many of the cultural traditions that have guided and supported them in navigating key life events have been lost or disrupted. Furthermore, the communities where many Aboriginal people live are rural or remote; they have minimal or no health services and, often, substandard housing. From these communities there is an out-migration of younger people -the informal caregivers of the elderly and dyingdue to a lack of employment options. The result is that many Aboriginal people at the end of life have to leave their communities to receive palliative care in an unfamiliar urban centre and within a care system that is dominated by a biomedical model of health that is inconsistent with Indigenous beliefs and staffed with health care professionals who often lack cultural competence. Changing these circumstances will require not only research findings such as those presented here but also new government policy and the political will to implement change.
In this issue, I see expressions of great wisdom and strength. Indigenous peoples are reclaiming their cultural knowledge, including their beliefs and values related to dying and end-of-life care. As they do this, they have much to teach one another and non-Indigenous society about approaches to providing holistic, community-based palliative care. They view wellness as a balance that is achieved within the physical, emotional, spiritual, and mental domains of individual and community life. Death is a natural part of the life cycle; it is a community event to be respected and appreciated, not professionalized, medicalized, and bureau cratized. I think that these views will resonate strongly with all people who embrace the values of palliative care.
